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socialsecllrity- 
P.O. Box 17703 

. .  n 

Bahimore, MD 21235-7703 

The Hembphilia Foumlation ofMinnesota Dakotas, hc., hereinafter r e k d  to as 
HFMD, is a not-h-profit or-ion dedicated to meeting the XKedS and 
etlhanciog the qurrlity of lifi: fbr persons who live with hemphilii related genetic 
bleeding dhders, and their complications. We are also a member chapter of the 
National HemDphilia Folmdatian 0. HFMD wishes to provide written 
wmment to your -posed revisions to tbe medic81 criteria fbr eduating 
eligibility for ftdenl disability assistance for patieads with hemophilia and von 
Wikbrand distase (vWD), which were published in the November 27,2001 
F e k u l  Register. 

We cornmad the Social secuity Administration (SSA) fbr its past efforts to 
recognize the cbmgcs in the standard of care for the treatment of individuals with 
bleeding d b d e r s  and support the efforts of the SSA to reorder and regroup 
bematolo&d disorders apart fiom malignaut neoplastic diseases. Aad we 
C O L ~ M D ~ ~ ~  tbc SSA %ox its comtnitment to updating its medical criteria in light of 
advances m tk tmhnentof hemophilia, vWD and other diseases, We are 
cod though, tlrd these revisions are based on older listings that were mt 
consistent and did mt reflect the staedard of c m  for petsons with hemophilia 
Thusly, many of tbt provisions in the proposed rule continue to reflect a poor 
udemtading of tk cun-ent standard of care h r  these disorders, and continue to 
exhibit iaco~~isteacies. Furthamoke, we are also deeply coxlcerned about cbanges 
to the listings that could significantly reduce the ability of children with severe 
hemophilia to o b  dhbi l i t y  beneffis. 
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We whole-bmrtcdly agree with the National Hemophilia Foundation in the2 comments 
to you dated Jamuay 10,2002. Those comnnents are reiterated here: 

Proposed 7.&E(3)(utBo&rs of Hemstasis. This new section indicates that the 
agency will "the hquency, severity, and treatment of bleeding episodes" BS 
part of its cart to dGterminc eligibility for disability assistance; however, the provision 
Wls to define terms such as "lkquemy" or **severity." How does the agency reconcile 
thcuseoftbeterm~~withitsrequiremetltthadamonthtranspirebetween 
bleeding tpisodes to detamine ifa bleeding episode is a new versus a recurrent bleed? 
How will the agency dtfiae "severe" and what documentation wilJ be necessary? The 
Centers fbr Disease C m d m l  and Prevention's planning workbook on hemophilia indicates 
that bleeds m several key anatomical sites should always be viewed as potentially 
lifethreatening. These include bleeding into the head, neck or tongue, spinal cord or 
digestive tract. While bleuiing into the head accounts is a leading caw of premature 
dcath in hemophjIia p&nts, the symptoms of bleeding into the head, ifpresent at all, can 
be difbse, such 89 Wigue, hadache arad neck pain. H d  bleeds may also occur 
spondanaoushrand~llOtbClinkedto~nlajorormixloFtraumatothebead. W e  
woukl urge tb agency to use great caution in developing documentation criteria to 
aoooItpenythissoction. 

h p s e d  7.~(3'(c). HlPMD staods behind NHF in its support of the agency's proposal 
to wnsidcr such co~lications as the development of inhibitors against clotting h t o r ,  
intruaivcxwss of and joint dehrmity in its criteria for c o n s i d e r i n g  eligibility for 
disability. We also emmnge tk agency to consider other complications such as 
bkcding-rehtd nenre compression, which could lead to loss of cognitive ability as well 
as mbbility and mtility. Tk $SA should consider tbe conflueace ofmultiple 
mrbidities ia ixdividuals with hemophilis who are also HW and/or HCV positive. The 
SSA sh~uld also be a- of other more m e  complications such as the hemophilic 
psc3sdotumor, wfiich if-sed or unfteated can lead to neuropathy, bone necrosis, 
and if bcated in the kge -le masses of the pelvis may lead to erosion into th bowel. 



HEM0 FDN MN/DAKOTAS PAGE 04 

Proposed 7.03&€Wegw?y of Impairments, Disorders of Hemostusis, HFMD suppoxts 
W s  conccl~s with th language of 7.03B, which were previously stated in our 
c~mnwmts to sedion 7.00E. 
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